BACKGROUND: Limited research exists regarding views of patients, oncology specialists, and primary care providers (PCPs) concerning breast cancer survivorship care.
OBJECTIVE:
To qualitatively explore the needs and priorities of breast cancer survivors, oncology specialists, and PCPs.
METHODS:
Focus groups were conducted of survivors (21 in 5 groups), PCPs (15 in 2 groups), and oncology specialists (16 in 2 groups). One survivor group consisted of four African-Americans. Discussions used a semistructured guide, were transcribed verbatim, and were analyzed qualitatively. Groups explored transitions to follow-up, communication, patient needs, and provider roles.
RESULTS:
Survivors form intense relationships with specialists for reassurance and expertise. Many believed PCPs lacked necessary oncology expertise. Survivors reported psychosocial and communication issues. AfricanAmericans cited concerns about access to care and clinical trials, as well as taboos to discussing cancer. Specialists reported that they struggle with discharging survivors due to protective relationships. PCPs were concerned about time and training to provide survivorship care and communication problems with oncologists. Written survivorship care plans were regarded by all groups as possibly helpful, but insufficient to ease the transition.
CONCLUSIONS: Breast cancer patients may experience difficulties transitioning to survivorship, including ongoing psychosocial issues. African-American patients may face additional and unique barriers to successful survivorship. Oncology specialists may have concerns about discharging cherished patients. These findings suggest a psychological component that may influence the use of written survivorship care plans. PCPs may need additional training and greater access to specialists in order to care for survivors.
INTRODUCTION
The incidence of breast cancer, which is the second most prevalent cancer in women, 1 and the subsequent number of survivors are expected to grow over the next 2 decades. 2 The expanding survivor population creates complexity for the medical system. Breast cancer survivors face multi-faceted medical and psychosocial needs as they shift from initial treatment to survivorship. 3, 4 This transition must be made seamless and explicit, as long-term follow-up patient care can be fragmented, uncoordinated, and, in some cases, completely absent. [4] [5] [6] It is increasingly difficult for oncology specialists to provide care indefinitely to the growing number of asymptomatic survivors. Recognizing this, the American Society of Clinical Oncology has published guidelines on the long-term care of breast cancer survivors. 7 New models have been proposed for long-term survivorship care wherein PCPs assume greater responsibility for ongoing cancer care needs. 3, [8] [9] [10] A wellexecuted hand-off with information sharing and guidance from oncology specialists to PCPs would facilitate a smooth transition. 4, 11, 12 Some research has focused on the need for a specific written plan of survivorship care as part of the solution. 4, [11] [12] [13] Patient and PCP perspectives on shifting survivorship care away from oncology, however, are poorly understood. We present the results of a qualitative study exploring the experiences of female breast cancer survivors, PCPs, and oncology specialists and what these stakeholder groups believe is the best approach to survivorship care.
METHODS

Study Design
Focus groups were conducted to explore the perspectives of female breast cancer survivors, PCPs, and oncology specialists who would be affected by new models of survivorship care delivery. Qualitative thematic analysis was utilized to assess perspectives among the three participant categories. To minimize bias in interpretation, the oncology specialists on the study team did not directly participate in data analysis. 
Participant Engagement
Female Breast Cancer Survivors. Female breast cancer survivors who had completed their treatment by a year or more were recruited. The first survivor group consisted of women who volunteered at a breast center. Subsequent participants were assigned to groups based on their node status (i.e., node positive versus node negative) and selfidentified racial group (African-American versus Caucasian). This approach was developed on the premise that the experience of breast cancer and subsequent survivorship may vary by type of treatment, prognosis (influenced by node status), and race/ethnicity. Recruitment occurred through advertisement via physicians, breast cancer advocacy groups, churches, and breast cancer support groups. Prospective participants called the study coordinator to express interest.
Oncology Specialists. Focus groups were held with a total of 16 oncology specialists. The first group engaged a convenience sample of providers from Johns Hopkins. The second engaged a convenience sample following a breast cancer specialist conference with providers from the mid-Atlantic region.
Primary Care Providers. Fifteen PCPs participated in two focus groups. Recruitment to the first group occurred through e-mail to PCPs in the Johns Hopkins Community Physician network. None of the participating providers were previously known to the study team. A participant at a breast cancer continuing medical education course volunteered to schedule the second focus group at her practice. Two of the participating providers were acquainted with members of the study team.
Data Collection
Nine focus groups were held between October 2007 and March 2009. Each focus group was attended by MK and by at least one of the social scientists (EM, GG), with every group being facilitated by one of the study team (MK, GG). Semi-structured discussion guides were developed for the three types of focus groups. Although the guides were worded slightly differently depending on the particular stakeholder group, the topics were parallel in all three guides. The patient guides addressed the medical, social, and psychosocial experiences of transitioning to survivorship and their relationship with different physician groups. The provider guides focused on the needs of survivors and the roles of oncology providers and PCPs in their long-term follow-up care (see appendix). Every focus group was instructed that the purpose of the discussion was to learn about the full range of perspectives, not to build consensus. A stenographer recorded discussions verbatim. After each session, the researchers in attendance recorded immediate impressions and met periodically thereafter to review transcripts and identify themes. Focus groups were held on the Johns Hopkins campus in Baltimore, Maryland and in locations within the surrounding community. All participants received a 25 dollar gift card and refreshments. No identifying personal information was maintained.
Data Analysis
Qualitative theme analysis was used to explore the data. Three members of the study team (MK, EM, GG) were responsible for data collection and analysis activities. Two of the study team members (GG, EM) have several years of experience conducting qualitative research. Study team members independently reviewed each transcript and identified the major themes and illustrative quotes. Study team members met multiple times to reconcile thematic discrepancies. The major thematic findings within the three participant categories included transitions from initial treatment to follow-up, patient-provider communication, patient needs, provider roles, and survivorship care plans, with selected quotes illustrating the themes. Due to the limited literature on the experiences of minority population survivors, data from the African-American group are presented as a separate subsection.
RESULTS
Sampling and Participant Demographics
Twenty-one (21) female breast cancer survivors participated in five focus group sessions. Twelve 12 survivors were within 5 years of diagnosis, and three survivors were more than 10 years from initial diagnosis. Sixteen 16 participants were Caucasian, and 18 18 were node negative.
The 16 specialists represented a diverse professional profile, including medical oncology, radiation oncology, breast radiology, breast surgery, oncology nursing, nurse practitioners, and nurse navigators. Participants worked in large academic medical systems, smaller hospital settings, and community or private practice settings.
The 15 PCPs represented a diverse practice profile. The first group included four family physicians and one family NP from several practices in suburban and rural Maryland. Participants in the second group were nine internists and one NP in Baltimore. Participants' experience ranged from recently joining a practice to having an established practice for 35 years.
Survivors' Perspectives
Survivors Derive Reassurance from Specialty Care and Surveillance. Survivors frequently noted that they relied on their oncology providers for support, and some associated the emotional connection with their providers with more effective treatment. Survivors held a special regard for the expertise of oncology specialists. Many women expressed their ambivalence about completing chemotherapy or radiation.
"I can remember my last day of treatment. It was the worst day of my life. I don't know why. I was afraid to go…" While their oncology providers used positive language such as "graduation" to describe the completion of active treatment, survivors associated this transition with anxiety. Many survivors used language of abandonment. This sentiment was articulated both by women with positive relationships with specialty provi-ders and women who had more procedural relationships with their specialists.
"I sort of felt strange because it was almost like it was this cutoff point; you know, okay, I'm finished with you; move along. I haven't talked to her since." Some survivors did receive reassurance that their oncologists would not be ending the relationship once active treatment was complete.
"The last day I had chemo I brought in a huge tray of cookies and we celebrated and then…the doctor came up to see me to just say, you know, you're done, but you're not leaving me. You're coming to see me." Some participants were willing to accept oncology NPs as substitutes for indefinite visits with their original cancer specialist.
"Well, it was 6 years after surgery. I took Tamoxifen 5 years. I saw my oncologist last November, and at that point he's telling me I'm dismissed. I'm sure because of the horror that he saw on my face, he agreed that this year I could be seen by a nurse practitioner. I have never seen this nurse practitioner before, but had I not expressed some concern, I would have been completely dismissed." Some patients were comfortable that these oncology NPs would have the necessary specialty training to provide ongoing cancer care. Some asymptomatic patients valued routine blood tests or scans, in addition to visits with the oncologist, to reassure them that they were cancer free. Women felt more comforted by active surveillance than statistics and guidelines.
"I feel like I'm thrown out there to figure this all out on my own…They never have done a scan on me, and he doesn't even do blood work. He printed me out the ASCO guidelines. He printed them for me. He said here is your homework. You can read this, and it will tell you why we're not doing it…That to me is frightening that it's all left for me to figure out because they don't do anything."
Survivors' Perceptions of PCPs Role in Survivorship Care. Some survivors had long-term PCPs, others changed PCPs after their cancer diagnosis, while others did not have a PCP. However, even when participants had established PCPs, most patients did not regard them as having a central role in their cancerrelated needs. Most participants viewed breast cancer differently than other diseases.
"[M]y primary care physician as far as my cancer has basically been useless. They're not up on the studies.
They can do a breast exam. They can do blood work for cholesterol, stuff like that. That's fine. As an internal medicine doctor she's wonderful, but as far as my breast cancer, when she walks in the room and says do you have a history of breast cancer in your family or a history of cancer of any kind, it's like 'read the chart.'" Some survivors perceived that their PCP did not want to 'overstep' their position and role in the cancer care relationship.
"If [PCPs] see anything abnormal, of course they, you know, they are very proactive. 'I hate to do this but you are going to have to do a little biopsy'. Oh, great. But, you know, I don't think they try to overstep their bounds though. Maybe that's part of it. I mean, they don't want to claim to be-you know, that's why you go to specialists, to the oncologists, because they know that. But they can certainly refer you to the appropriate person."
Unmet Needs of Survivors. Survivors commonly described symptoms such as concerns over weight gain and altered body image, hot flashes, sexual dysfunction, and challenges relating to family members. Some participants indicated that neither their oncology specialists nor their PCPs had adequately addressed these needs. Survivors were uneasy about raising these issues with either provider group, and in their experience few providers initiated discussion about psychosocial needs.
"[I would like to hear] 'How are you doing? Are you still on your antidepressants? Are you feeling better now that this is'-you know, all this treatment is over…just some kind of conversation to find out how I am emotionally."
Use of Cancer Survivorship Care Plans. Survivors felt that a written document or ongoing communication between their specialty providers and PCP would be an asset to coordinating their care. Many women believed that they had to be advocates for their health and a conduit for information exchange between members of their care team. While survivors reacted positively to the idea of a survivorship care plan, they did not view it as supplanting the active participation of oncology specialists in their health care.
Historical Influences and Spirituality Affect African-American Cancer Survivors. African-American participants noted many of the same needs, priorities, and experiences as the Caucasian participants. However, participants also identified concerns about poor care quality and insurance coverage due to race. They believe that continuing fear and suspicion from the Tuskegee case can discourage African-American women from participating in research. They also discussed the importance of spirituality and personal growth as a result of experiencing breast cancer. After the initial shock of diagnosis, some felt empowered to help other women with breast cancer.
"I know I promised God if-if He kept me here, that I was going to talk about it and I was going to help as many people as I can…" Some participants believed that women in African-American communities avoid discussing breast cancer and that this social taboo can inhibit diagnosis, treatment, and support for survivors. Several noted that, prior to their diagnosis, they did not think that they knew any women with breast cancer, and they were surprised to learn how many friends and relatives they had who shared the diagnosis.
"I went to a friend of mine…I said, 'They told me I have cancer.'…She said 'Are you having any more babies?' I was like 'What? No.' And she said, 'Well, that's the only reason God put them on you," and she threw her prostheses on the table…And I said to myself if she can do it, I can do it. And that's how I got through it."
Oncology Specialists' Perspectives
Ambivalence over Discharging Survivors. Specialists stated that they struggle with discharging survivors because of the bonds that develop with patients and their deep concern for survivors' needs. Specialists reported that they become emotionally invested in the success of patients and want to remain involved. Many providers stated that they have expertise in identifying recurrences or side effects that PCPs lack. Specialists acknowledged the role of PCPs in addressing other health concerns but viewed cancer care as a special domain. Participants felt protective of and possessive of some patients.
"Sometimes I think we're as scared as the patients…like how the patients don't trust anyone but us, and then, you know, we don't trust them either."
Many providers enjoyed visits with healthy survivors, since these patients provide reinforcement of the success of breast cancer therapy.
"…You also get kind of close to the patient and then when you start talking about oh, go to your primary care, I'll see you in a year, you can see that they feel so shocked. You feel bad to let go, and they feel bad to let go of you." Support for Cancer Survivorship Care Plans. While specialists reported that they seek to maintain connections with their survivor patients, they expressed that communication with PCPs could be improved. When asked about written survivorship care plans, specialists agreed that some form of communication or tool to be shared between providers would be valuable.
Primary Care Providers' Perspectives
Ambivalence over Assuming Survivorship Care Responsibility. The strongest theme expressed by PCPs was their ambivalence about assuming responsibility for survivors' cancer-related needs. Many rarely became directly involved in that aspect of care, relying on the assumption that their breast cancer patients were continuing to see their oncologists for cancer-related issues. Some PCPs felt that they could assume this role if necessary, but many felt that specialty providers should continue to see patients. One provider expressed this sentiment strongly. "I want [oncologists] to do their job and so that's my feeling about that. I want them to take care of that, that's their thing. I will-if I have big concerns, I may tell them to change oncologists-I will supervise it, but I tend not to want to intervene and get involved in that care because that's their thing. That's what they do. They're oncologists."
Many providers were concerned about missing a recurrence of cancer in their patients. In their experience, when breast cancer survivors presented with a symptom, they wanted reassurance that they were not having a recurrence. And the PCPs were not always confident in providing this reassurance. Moreover, the providers did not routinely discuss psychosocial needs with breast cancer survivors. One NP did note that her patients sometimes had questions about proper diet, supplements, and maintaining health and wellness after cancer treatment. This was an area where she thought PCPs might have a role to play, and she was pursuing additional training.
"I still have so much to learn, and I don't know how much is primary care. It's almost like you have to kind of pick and choose what is your little subspecialty to get more in depth…"
Concern in Managing Specialty Health Needs in a Complex
System. PCPs did not have ready access to information about the latest clinical trials, treatment options, and related opportunities for survivors. PCPs felt challenged by the many issues that emerge during routine encounters and could not envision taking on additional specialty care responsibilities for breast cancer survivor patients.
"…Actually most of our patients have five or six issues, and so we're trying to manage their diabetes or hypertension or renal insufficiency and then end up with a breast issue, and it's impossible…that's like more than an hour's worth of time where you have like four patients scheduled in 15-min increments, and it's overwhelming."
PCPs cited concerns about the medical-legal implications of providing oncology follow-up.
"Frankly, I'm not very eager to take on that care. Medical-legally, family doctors are held to the same standard of care as oncologists and, if we goof up, that oncologist that just jettisoned the patient to us to follow up could be testifying against us in court saying what they would have done instead of what we did."
PCPs were frustrated with the limited or delayed communication with cancer specialists. This was a common complaint, whether the PCP shared patients with private oncology groups or large cancer centers. One internist stated, "We see this a lot with other specialties too, but I think oncology probably might be even worse than anybody else in terms of keeping it to themselves, and not feeling like they have to integrate things back to what's going on in the primary care doctor's office."
One PCP suggested the idea of a "re-entry" visit to primary care, after a patient completes initial cancer treatment, dedicated to addressing the transition to survivorship.
Support for Cancer Survivorship Care Plans. Some PCPs reported that they would be comfortable taking on more responsibility for cancer survivors if ongoing training or tools such as a written survivorship care plan and a way to stay connected to the oncologist were available. Several voiced concerns that plans for individual patients would need to be periodically updated by the oncologist as guidelines changed. PCPs felt comfortable addressing patient concerns with new or ongoing physical symptoms outside of survivorship cancer care. However, they felt that specialists should stay actively engaged as a complementary party to address a patient's needs.
"[T]
he patients want to be seeing the oncologist and we want them to be seeing the oncologist is the bottom line."
DISCUSSION
This study supports prior findings that breast cancer survivors are at risk for developing medical and psychosocial sequelae arising from their cancer and its treatment. 3, 14, 15 Survivors expressed that ongoing or "usual" follow-up care is not systematic, is not adequately coordinated between teams of specialty providers, and is focused on a narrow set of concerns. Survivors feared recurrence of disease, and some were reassured by regular blood tests and scans, even though current guidelines do not support their use for asymptomatic patients. 7 Moreover, both oncology specialists and PCPs underestimated the informational and psychosocial needs articulated by breast cancer survivors. Our study supports the finding that survivors wish to collaborate with providers in making medical decisions and want to receive care plan information directly. [13] [14] [15] [16] Creating a written plan that directly acknowledges psychosocial elements of survivorship to ease the transition may be a subject for future research.
Findings from the African-American group include the role of spirituality in the experience of disease, barriers to participation in clinical trials, and cultural taboos regarding the discussion of cancer history. This supports limited prior research on the views of African-American survivors. 17, 18 Further examination of these findings and their potential impact on survivorship care and communication with providers is warranted. This study highlights the value attributed to the relationship between patients and oncology specialists by all stakeholder groups, and the difficulties in defining a role for both oncology specialists and PCPs. Strong bonds form between breast cancer survivors and oncology specialists during initial treatment. Following treatment, patients continue to rely upon oncology specialists for emotional support, medical expertise, and reassurance that they are cancer free. Although one might expect patients to form these attachments, it was somewhat surprising to hear how uncomfortable oncology specialists can be with transitions of care. Transitioning to oncology NPs for routine follow-up may be acceptable to some patients who wish for ongoing cancer expertise. However, other patients may prefer to continue with the oncologist who provided initial care, in part because of the relationship that was formed at initial diagnosis and treatment. These alternatives would need to be further investigated in future research.
PCPs also respect the relationship between patients and their oncologists. They may be hesitant to provide breast cancer survivor care due to lack of training and time restrictions. It is possible that with improved access to patient records, updates in cancer care recommendations, and ready communication with oncology specialists, PCPs might be more confident in their ability to care for survivors. Recent data support the complementary role of PCPs and oncology specialists as well as the need for further investigation of the best approaches to coordinate follow-up care. 19, 20 Several limitations of this study should be considered. First, patients who participated may not be representative of all breast cancer survivors, particularly those who were active survivor volunteers or were engaged in advocacy groups. To minimize the impact of this limitation, efforts were made to recruit patients through a range of medical providers and advocacy groups. Review of the transcripts did not show differences between patients who were active in the breast cancer community versus patients who did not participate in such activities. Second, recruitment of African-American nodepositive women did not result in sufficient numbers to hold a separate focus group. Third, providers who participated may have had a special interest in survivorship care and may not be representative of all medical providers. In addition, many of them were part of the Johns Hopkins network of providers, although from different practices and parts of Maryland. Fourth, patients in the survivor volunteer group, the AfricanAmerican survivor group, and the provider groups were acquainted with many of their group members prior to the focus group. While this lack of anonymity between participants could affect some of the responses, participants appeared comfortable with one another and answered the questions directly and in detail. Fifth, although the results of this study may not be generalizable to all breast cancer patients or to cancer patients in general, qualitative research is not intended to obtain generalizable data.
CONCLUSION
Breast cancer patients, oncology specialists, and PCPs would like to see improved care for long-term survivors. Survivors face issues of abandonment at the end of initial treatment, as well as ongoing psychosocial issues that their medical providers may not be addressing. African-American patients may face additional or unique barriers to successful survivorship. Oncology specialists concurrently recognized the need to transfer care of healthy survivors, but had concerns about trusting other providers and letting go of cherished patients.
This finding suggests a psychological component to the transition to survivorship care exists for both patients and oncology providers, which may influence the use and success of written survivorship care plans. PCPs may be able to accept more responsibility for survivor care but may need additional training and improved access to oncology specialists. Further qualitative and quantitative studies exploring the delineation of provider roles, in light of the needs and priorities of breast cancer survivors, as well as the specialists and generalists who care for them, is needed in order to design a long-term survivorship care plan that will be successful. Describe the purpose/goals of the overall project Describe why we're conducting focus groups; where the focus groups fit in to the overall scheme. Describe the other focus groups that are planned. 
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